The challenges facing chronically ill patients, their families and their clinical teams are greater now than they have been at any time in recent history. Projections document sharp increases in the number of patients needing care-as well as in the cost of those services. 1 Our primary care workforce is not only failing to keep up with demand, but in some areas is shrinking at the same time that we need these clinicians the most. 2 Meanwhile, policy experts continue to criticize health systems in industrialized economies for being too acute-care oriented and too focused on high-cost procedures and brief treatment episodes rather than on proactive disease management. 3 On a positive note, there are signs that some health system designers and payers are beginning to reshape healthcare incentives and organizational structures in ways that will be more conducive to effective chronic disease management. Initiatives such as the Patient-Centered Medical Home 4 are giving new life to the ideal of transforming practices in ways that reward performance on patient-centred outcomes. Large insurers are starting to articulate measurable characteristics of a patient-centred practice that justify more generous reimbursement, and these incentive programs may provide the resources and motivation that cash strapped providers need to revamp the way they do business.
Post-hospitalization support for diseases such as heart failure provides a clear example of how far we have come, and how far we still need to go. Multiple meta-analyses of literally hundreds of individual randomized trials have proven that effective discharge planning with post-discharge self-management support can improve heart failure outcomes, 5 and recent initiatives provide a clear roadmap for the types of services necessary to ensure a safe transition to the home setting. 6, 7 Nevertheless, more than 24% of older heart failure patients in the US are rehospitalized within 30 days after a hospital stay, and that rate has remained essentially unchanged over recent years despite efforts to articulate what patients need. 8 
WHY DO NOT WE SEE MORE PROGRESS?
Given healthcare budget constraints and the epidemic of chronic illnesses around the globe, it is perhaps not surprising that we continue to see a chasm between what patients need and what health systems can provide. Efforts to realign financial incentives and articulate the characteristics of effective disease management models have been invaluable, but these achievements fall short of ensuring that chronically ill patients have the resources in their environment to manage their condition and prevent health declines. Multimorbidity, health literacy deficits and an array of access barriers all conspire against effective implementation of standards for proactive patient education and monitoring that we now know are essential for positive outcomes. Simply put, many patients need more support than they can expect to receive from formal systems of care, and no one fix to healthcare payment or system design will address the daunting array of patients' problems.
HOW INFORMAL CAREGIVERS CAN HELP
A major advance in our thinking about chronic illness care during the last part of the 20th century was the shift from clinician-centred care to 'self' management support. The next advance we need in the current century is a recognition that for many patients 'self' management is a misnomer, since their disease care is actually shared by their family and broader social network. Informal caregivers play essential roles in filling the gaps in services found in most formal healthcare systems by providing assistance with transportation, medication refilling, emotional support, activities of daily living and a host of other vital tasks. Indeed, for many chronically ill patients, sharing their burden with intimate others makes living with their disease not only possible physically, but also worthwhile emotionally and spiritually. At the same time, social network members can exacerbate self-care problems, and the act of caregiving carries risks to those supporters. 9 The challenge we face is to leverage the benefits of informal caregiving while avoiding the deleterious side-effects for all of those involved. Large healthcare systems and policymakers are beginning to see the wisdom of supporting informal caregivers' involvement in chronic illness care. For example, caregiver support is a central goal of the BOOST transition support program as well as broader efforts to promote the advanced medical home. 4, 7 The Family Caregiver Program Act currently under review by the US congress would provide training, financial assistance, respite care and other services to home caregivers of disabled veterans returning from the wars in Iraq and Afghanistan. 10 Policies such as this will provide important models, and their further development should be informed by evidence regarding the types of programs that lead to meaningful improvements in treatment access, quality and cost.
IN THIS ISSUE
This special issue presents a series of papers that add important insight into the roles of informal caregivers in chronic illness care.
These papers are diverse methodologically, including the presentation of a conceptual framework for promoting effective caregiver interventions, rigorous reviews of the literature, and empirical studies of data from intervention trials as well as populationbased surveys. The studies address issues in the care of patients with a wide range of chronic conditions including cancer, diabetes, hypertension, heart failure and dementia. Finally, data are presented that describe the characteristics and needs of caregivers themselves, informing efforts to ensure that caregiving leads to the positive outcomes shown in some psychological studies, 11 rather than the mental and physical problems that have been documented in other epidemiologic reports. 12 The first paper by Ann Marie Rosland provides a conceptual framework, grounded in a literature review, for the types of strategies that have been and should be developed for caregiver interventions focused on patients with chronic illnesses such as diabetes and hypertension. 13 This article is important not only because it sheds lights on some promising approaches, but also because it helps to broaden our perspective beyond caregiving for more functionally limiting conditions such as dementia, advanced-stage cancer or physically disabling neurologic disorders. As the prevalence of chronic diseases that are associated with less impact on patients' functioning continues to skyrocket, models of managing these conditions that include family caregivers will become essential.
In Rosland's second paper, she and her colleagues describe results from a large survey of ambulatory patients with diabetes and heart failure. 14 Findings show that the majority of these patients report family involvement in their 'self' care. Moreover, the data suggest that family involvement is especially common among patients with lower levels of functional health literacy, that is, those who might need help the most between clinician encounters. The study also adds a cautionary note, pointing out that a fourth of patients report frequent barriers to self-care resulting from their family's involvement, and that these problems are in turn associated with lower levels of self-efficacy and poorer self-management. These insights should inform efforts to move beyond global initiatives to increase family support to more thoughtful efforts to strengthen specific pathways linking informal care to patients' ability to 'self ' manage their condition.
The paper by Piette et al. presents nationally representative data from the US describing the social networks of older adults with varying degrees of multimorbidity. 15 The study supports the case for exploring distance technologies that can fortify social relationships between chronically ill patients and family members outside of their household. Given the growing resources for social networking and telehealth along with the increasingly dispersed social networks of many adults, 16 these data should encourage researchers to develop new ways to support extended family networks in chronic disease care.
The study by Silveira et al. addresses the issue of caregivers' ability to understand the symptom burden of a patient-partner with cancer. 17 Although the analyses are complex and the dataset imperfect, this is the largest study to date showing that more accurate caregiver perceptions of patients' symptom burden can lead to better outcomes-possibly through caregivers' increased ability to advocate on their partner's behalf and provide empathetic support for the patient's suffering. These findings provide new insights that will be relevant for the development of more effective services for cancer symptom management and should stimulate research on similar issues for patients with other chronic diseases that have a high symptom burden.
Van Houtven and colleagues describe the barriers that caregivers experience to receiving training on how they can best support chronic illness care. 18 Their findings suggest that caregivers of community-dwelling patients experience the same barriers of competing time demands and transportation problems that patients themselves experience when coping with their self-management. These barriers can impede the frequent communication with clinicians that many programs recommend. Fortunately, this study also suggests that many caregivers would be open to receiving training and support through 'distance technologies' such as telephone or internet.
Finally, LaVela and Ather provide an excellent review of the potential deleterious effects of caregiving on the mental health of older spouses-especially when the care recipient had cognitive impairments and when the caregiver is new to the role. 19 This article reminds us that unless we can identify more effective ways to support not only these community-dwelling patients but also their caregivers, the morbidity associated with the coming epidemic of cognitive impairment and chronic disease will have vast consequences that go beyond those receiving a diagnosis.
SUMMING UP
Collectively, these studies provide increasing clarity as to the future direction for research on informal caregivers' role in chronic illness care. They demonstrate that informal caregivers are central to most patients' disease management, and that many patients who do not currently have such caregivers do have frequent contact with other social network members that might be able to help if a structure were in place to make that possible. While on the whole caregivers are important, research presented here also highlights the potential dangers of relying too much on unstructured, poorly planned models of caregiver support. As we move beyond the notion of 'self' care, we will need to use these types of studies to develop services that not only benefit the patient, but also strengthen and maintain their vital network of informal care.
